ABSTRACT. This study identified at the moment of psychiatric hospitalization in a general hospital the meaning and implications of schizophrenia from the perspective of people who experience it. Interviews were conducted with ten patients with schizophrenia, diagnosed with the disorder for at least five years, hospitalized in the psychiatric ward of Clinical Hospital of Marília, based on the following question: what is the meaning and implications of living with schizophrenia? The interviews were taped, transcribed and subjected to thematic analysis. It was identified the category 'Discovering the schizophrenia' and three themes: Feelings experienced in the discovery and acceptance process; Knowledge about the disorder, diagnosis and treatment; Expectations for the future from the discovery of the disease. The results led to a greater understanding of the perception that patients with schizophrenia have about the disease and treatment, the implications for the future, as well as the difficulties and the suffering experienced in the discovery, identified during the acceptance process. This discovery can contribute to understanding these issues by professionals and to improve the implementation of nursing care.
Introduction
In the past, people with mental disorders were excluded from society and family environment. Therefore, the responsibility for these people was limited to professionals involved in the direct care provided in mental hospitals. The society only had the preconceived ideas about mental illness, based on religious ancient beliefs, to supernatural phenomena and knowledge of the time. There was no need to disclose more knowledge about mental disorders, since the dominant paradigm was that of exclusion.
The Law n o 10.216/01, fruit of the psychiatric reform in Brazil, ensures to mental health patients the right to be treated with respect and humanity, in order to achieve recovery from an ethical treatment and social reintegration. This law goes against the precepts of mental hospitals that work with the idea of social exclusion, with consequent depersonalization and annihilation of human potentials.
If in the past there was no need for more knowledge about mental disorders and those affected, today this is a critical issue, because as the therapeutic approaches are increasingly occurring in Acta Scientiarum. Health Sciences Maringá, v. 35, n. 1, p. 77-84, Jan.-June, 2013
community-based services, it is a duty for everyone to treat them with respect and humanity.
To follow the constitutional provisions it is necessary to know the mental disorder and its meaning for who experience it, without preconceived ideas. This is remarkable with schizophrenia that is the disease most negatively seen by the society, supporting the stigma about their patients (BRASIL, 2001; HSIUNG et al., 2010; JENKINS; CARPENTER-SONG, 2009; PINHEIRO, 2010; POSTEL; QUÉTEL, 1993) .
These ideas are because schizophrenia is a mental disorder with peculiar clinical features, which arouse curiosity of the lay public and health professionals. The people with schizophrenia have, in their clinical manifestation, delusions that often make them behave in bizarre ways, as well as several types of hallucinations (auditory, visual, tactile, gustatory and olfactory), among other characteristic symptoms. This curiosity is because this disorder goes beyond the experiences of most people, and the little understanding of this experience generates fear and repulsion (ARARIPE NETO et al., 2007; HOLMES, 2001) .
The term schizophrenia was created in 1911 by Bleuler, a Swiss psychiatrist, from the union of two Greek words: Skizo+ Phrem, translated together as Divided Mind. When adopting this term Bleuler aimed to make understandable that in schizophrenia there are divisions of thought, emotion and behavior (BLEULER, 1967; SILVEIRA, 2009) .
It is estimated that the prevalence of schizophrenia in Brazil and other countries is 1%, with an incidence of one to seven new cases per year for each 10,000 inhabitants. Usually the disease begins between 18 and 25 years in men, and a little later in women, between 25 and 35 years (MARI; LEITÃO, 2000; OMS, 2000) .
For its occurrence, besides a genetic predisposition, it may also be necessary an intrapsychic and interpersonal stimulation. Thus to trigger schizophrenia does not depend on a single factor, but involves complex events, justifying numerous theories about its genesis, such as dopaminergic theory, serotonergic theory, glutamatergic theory, cerebral blood flow theory, neurodevelopmental theory, genetic theory, stress theory, among others, still doubtful (ARARIPE NETO et al., 2007; SADOCK; SADOCK, 2007) .
The period with intense and identifiable symptoms is known as active phase, when positive and negative symptoms may be noted. Positive symptoms are those with additional behaviors consisted of: delusions, hallucinations, changes in speech, and bizarre behavior (catatonia, movement disorders). The negative are those with behavioral deficits, such as: emotional dullness, poverty of speech, anhedonia and reduced attention (HOLMES, 2001; OMS, 2000; SADOCK; SADOCK, 2007; SHIRAKAWA, 2009) .
The symptoms presented by a patient with schizophrenia are responsible for an intense suffering. As consequence, the quality of life is significantly affected, due to losses in social and occupational life, as well as interpersonal and familiar relationships, and daily activities in general. Objective and subjective aspects of the life of individual are impaired, affecting the whole life structure. It is also recognized an increased risk for suicide (HSIUNG et al., 2010; MAURITZ; MEIJEL, 2009; MOLL; SAEKI, 2009; SANTANA et al. 2009; SHIRAKAWA, 2009 ).
The society is affected since it bears the costs of illness. A consultation of the DATASUS site revealed that in Brazil, in 2009, the schizophrenia, schizotypal and delusional disorders, grouped into CID 10, presented the highest number of hospitalization (37.2%), compared to other psychiatric disorders. Among these admissions, the most prevalent age range was from 20 to 49 year (74.6%), i.e., an age in which people are most productive socially. The total expense related to hospitalization in Brazil, in 2009, regarding schizophrenia, schizotypal and delusional disorders was R$261,797,941.69 (BRASIL, 2009) .
As for the consequences for the family, the onset of schizophrenia often cause great shock, by occurring unexpectedly, providing a stress condition for everyone, which can cause familiar breakdown, with three types of overloads: financial, on family routines, or in the form of physical or emotional illness (KOGA; FUREGATO, 2002; SILVA; SANTOS, 2009) .
Thus, the schizophrenia can not be considered just another chronic psychiatric illness added to the others, but a disease of great complexity, involving not only the individual affected, but also the family, the health professionals and the society.
Considering all the suffering experienced by the patient of schizophrenia and family, it is important to remember that behind the definitions of this disorder, there is a person needing to be accepted, recognized and valued, since is the protagonist and lives daily with the disease and its consequences. In this way, it becomes essential to discuss the meaning of this experience.
Therefore, this study aimed at identifying the meaning and implications of schizophrenia from the perspective of patients who experience it, at the moment of psychiatric hospitalization in a general hospital.
Material and methods
This study was subjected to the Research Ethics Committee of Famema, with approval under the protocol no. 227/08, in accordance with the resolution 196/96. To achieve the goals of the present study, it was used field research with qualitative approach.
Through qualitative methodology the researcher can understand the reality experienced by the involved subjects, from the direct contact with those who experience it. By working with the universe of meanings, reasons, aspirations, beliefs, values, and attitudes, the qualitative research allow the researcher to describe what observes, as well as interpret the content of reports and attitudes (MINAYO, 2006) .
As a strategy to identify the meaning and the implications of having schizophrenia from the perspective of who experience it, at the moment of psychiatric hospitalization in a general hospital, interviews were performed with ten patients hospitalized in the psychiatric ward of Clinical Hospital of Marília, based on the following question: what is the meaning and implications of living with schizophrenia? The interviews were taped, and then transcribed integrally to ease data analysis.
The interviews were only performed after the participant of the study and familiar responsible have received information, and signed the Consent Statement. Inclusion criteria were considered the diagnosis of schizophrenia performed at least five years ago, and the absence of delusions and hallucinations at the time of interview, which could be obtained when the person has a scheduled discharge.
In order to analyze the content of the interviews, the Thematic Analysis was employed, consisting of discover the units of meaning that compose a communication whose presence or frequency signify something to the analytical objective (MINAYO, 2006) . It was used in this study the stages of pre-analysis, material exploration, and discussion of the obtained results.
Results and discussion
Ten patients (6 men, 4 women) with schizophrenia participated in this study. The average age was 41.8 years (21-66 years), and the average time of diagnosis of the disorder was 15 years (5-30 years). Four were divorced, four were married, and two were single. Only one was illiterate, three had incomplete elementary school, one had finished elementary school, three had not completed high school, one had finished high school, and one had incomplete higher education.
Half of the interviewees were Catholic, four evangelic, and one spiritualist. As for activities developed before being diagnosed with schizophrenia, two were students, one did not perform any activity, and the others had different occupations. After the onset of the disease, seven interviewees have not engaged in any activity, two became users of the Center for Psychosocial Care (CAPS) and only one kept on working.
In this study, although the interviewees had been diagnosed with schizophrenia for at least five years, when they reported the meaning and implications of this disorder, it was evident the difficulties and suffering in its discovery. Thus, from the process of data analysis, it was identified the category 'Discovering the schizophrenia' and three themes: Feelings experienced in the discovery and acceptance process; Knowledge about the disorder, diagnosis and treatment; Expectations for the future from the discovery of the disease.
Category: Discovering the schizophrenia
Discovering that one has a mental illness severe and disabling such as schizophrenia can be one of the most difficult times experienced by the individual. According to literature some people compare this moment to a 'descent into hell'. The perception of the mental health commitment by the patient with schizophrenia is very painful, because living with the onset of the disease also means living an internal collapse with commitment of their hopes, dreams and life projects, and also of their families (MAURITZ; MEIJEL, 2009; NOISEUX; RICARD, 2008) . In this category, three themes were identified:
Feelings experienced in the discovery and acceptance process
The discovery of the disease can be understood as a time of great difficult, since it is unexpected. Some feelings can be present due to the first psychotic episode, such as: grief, depression, guilty, denial, surprise and anger, so that the individual experiences a real grieving process (LOUZÃ NETO, 2000; MAURITZ; MEIJEL, 2009) . But in the interviews it was possible to identify other feelings reported by the individuals, such as: shock, despair, anguish and suffering.
It was a shock for me [...] With the report of Cravo, it was evident the intensity of suffering experienced at that time, when the interviewee reported having sought spirituality with the hope that the first outbreak was nothing serious and out of control. Importantly, the childish voice that the patient had expressed his suffering, when remembering the contact with the mother during the first outbreak, can demonstrate that psychotic adults hardly overcome the psychotic anguish of childhood, and that they are prone to regress when psychosis emerges (DIATKINE et al., 1993) .
The onset of the disease is quite impressive for those who experience it, mainly when the person discovers that is often not possible to keep the emotional status and the life under control (COELHO; HOLLANDA, 2002; MAURITZ; MEIJEL, 2009; NOISEUX; RICARD, 2008) . Orquídea clearly reported the effort that she had to do for not losing contact with reality and the suffering derived from this fact: The impact of the onset of the disease on the life of the individual, like fright and fear, affect the process of accepting the new condition. The patient with schizophrenia, when discover the disorder, may deny the diagnosis, need for treatment, limitations imposed and adjustments that will be needed in everyday life. Thus, one of the first attitudes may be hiding the first symptoms, either by fear or shame (MAURITZ; MEIJEL, 2009). One of the consequences of the attitude of hiding the first symptoms, whether consciously or unconsciously is to postpone the treatment, which can last for several years. As the first psychotic episode typically occurs during the active phase of the individuals, hiding the onset of the disease and not seeking treatment causes a disruption of social relationships, with successive relapses, increasing the risk for suicide attempt. In this way, the social relationships are hardly restored, since the commitment caused by the disease prevents them from continuing with normal activities (LOUZÃ NETO, 2000; NOVICK et al., 2010) .
The difficult experienced when discovering the schizophrenia is because this disorder is seen by the society and by the patients and families as a form of madness. Be 'crazy' means in assuming the lack of control on the life, behavior; means in being discredited to others, lose the citizenship and lose the rights as a person (SPADINI; SOUZA, 2006) . In this way, denying the disease is an alternative to fit the standards of normality and be more accepted by the society. The denial and the non-acceptance were reported by the interviewees: [ After the stage of isolation, denial and anger, the person may tackle and better understand the disorder when become more active in developing the treatment plan. The denial observed in the reports is not something constant and unchanging. When achieved, the acceptance process may help decrease the occurrences of episodes and hospitalizations (COELHO; HOLLANDA, 2002; MAURITZ; MEIJEL, 2009).
Knowledge about the disorder, diagnosis and treatment
Noteworthy, at the moment of discovering schizophrenia, both the fact of having information about its severity, as also the fact of not having any knowledge about it, may impair the coping strategy in the initial phase of the disease. As consequence, the individual may have doubts about the onset of schizophrenia: [...] this disease that I recently came to know, I don't know if I ever had it before and I didn't know [...] I was retracted, you know, because it's a disease that we don't know much [...] we are always in doubt, because actually we don't know the base of this disease [...] we're a bit goofy of having a disease like this (Girassol).
In the literature is given that there is no certainty of the exact moment in which the disease appeared, which is in line with people information, since the compromising of mental functions derived from schizophrenia can occur before the appearance of the first psychotic symptoms (MONTEIRO; LOUZÃ, 2007; OMS, 2000; SADOCK; SADOCK, 2007 The unawareness about the diagnosis is a factor which can contribute to intensify the suffering of the individual, making feel anguish and anxiety in front of the waiting of an explanation for lived changes. Rosa says that the discovery of the diagnosis, despite has been a mixture of feelings, was also a relief:
It was a joy and a sadness, but less sadness than joy. I always wanted to know what I had, if it had how to solve, if it had hope for cure, but the doctors never spoke, I pressured them to know [...] I was happy, at least I have a hope, I have a cure in quotation marks, and medication is a cure in quotation marks [...] (Rosa).
In her speech, Rosa seemed to be hopeful in front of the diagnosis, because she believed that the medicine could help her. However, this attitude may not occur in all patients of schizophrenia when discovering the disease, because in front of the diagnosis and the stereotype of this mental disease given by the society, the individual can play with resignation the role of patient.
To assume with resignation the role of patient means to be at the 'mercy of schizophrenia'. This attitude prevents that people with this disorder take part of the changing process of the new condition of their existence. Hence, is fundamental that the professionals, when revealing the diagnosis, encourage the patients of mental disease to fight for to control the pathologic situation and to take control of their lives (COELHO; HOLLANDA, 2002; MAURITZ; MEIJEL, 2009) .
Considering the knowledge about disorder and diagnosis, it is also important to think about perception of the treatment, whose purpose consists of promoting quality of life for patients with this disease and not only to mitigate the symptoms in the acute phase (SADOCK; SADOCK, 2007; MOLL; SAEKI, 2009) . In this way, the biological aspect of the disease, dealt with drug treatment, is fundamental. We must also consider the several spheres of the individual's life, when, then, is possible to expand the look to the mental health.
In the speeches of Margarida and Dama da Noite it was very highlighted the importance of psychosocial approach in schizophrenia treatment, when they referred the Psychosocial Attention Center (CAPS). The purpose of CAPS is to promote the mental health through the psychosocial rehabilitation, by helping the individual to adapt to the new living condition. It is based on the principle of humanization and reintegration of patients of mental disorder into the society, aiming an active citizenship that can allow the recognition of mechanisms of adaptation, discovery of abilities and the facing of difficulties (BRASIL, 2004; CARDOSO; GALERA, 2009; MELLO; FUREGATO, 2008; MOLL; SAEKI, 2009; TOMASI et al., 2010 However, the effective psychosocial approach must move together with the success in drug treatment, which is closely related to the patient adherence. The non-adherence rate to drug treatment is around 50% in such disorder. The factors related to this trend are: sociodemographic factors, duration and perception about this disorder, type and severity of symptoms, loss of insight, complexity of the treatment, side effects of drugs, perception of the drugs benefits, patient education and link established with the professionals.
Another recognized factor concerns the perception by the patient about the stigma associated with using medication. The patient may be reluctant to join the treatment, fearing that other persons perceive the need for continued use of a psychiatric medication. On this occasion, they can stop to take the medication or merely begin to take it in situations that they can find privacy (CARDOSO; GALERA, 2009; JENKINS; CARPENTER-SONG, 2009; NOVICK et al., 2010; ROSA; ELKIS, 2007; SADOCK; SADOCK, 2007) .
In the interviews it was possible to identify some factors related to the non-adherence: Orquídea reports some side effects attached to the used drugs for schizophrenia control, showing to be aware of this relationship. The side effects must be explained to patient and minimized as much as possible, in order to encourage adherence, regarding that effects generate too much stress in daily life of the patient (MAURITZ; MEIJEL, 2009; ROSA; ELKIS, 2007) . On the other hand, they clearly feel the changes caused by these psychoactive drugs, especially minimizing the changes of perception, thought and mood.
Another factor identified in the interviews related to the non-adhrence refers the recognition about the chronicity of the disorder, which was also significantly found in a research conducted by Noiseux and Ricard (2008) The continued use of antipsychotic drugs makes the individual remember the condition of carrier of incurable mental disorder, with the medication signalizing the disease itself (COELHO; HOLLANDA, 2002) .
In front of the non-adherence to drug treatment, the reacutization of the disease symptomatology is not usually associated to the individual the failures in the following of prescriptions, once the recurrences can take from 3 to 7 months to occur.
In this way, information is essential and must be the first step to psychiatric intervention, so that there must be knowledge about the disease, the drugs to be used, as well as their purposes, possible side effects and the implications on quality of life of the person (CARDOSO; GALERA, 2009; MAURITZ; MEIJEL, 2009; SADOCK; SADOCK, 2007) .
The factors attached to pathology itself can affect negatively the adherence to the treatment (SADOCK; SADOCK, 2007).
[...] I didn't want to take the medicine because I thought that in the drug there was some kind of chip for me to become evil too, the world was evil, the entire humanity! (Cravo) Although Cravo has reported resistance to adhere to the treatment due to the symptomatology of schizophrenia, in a second part of the interview he affirmed that had accepted the proposed interventions after establishing a relationship of trust with the psychiatrist:
When I told my problems to the psychiatrist in the first hospitalization I decided to take the drugs naturally. I understood that the medicines made me calmer, that the world was not evil [...] 
(Cravo).
This relationship of trust is defined as a therapeutic alliance, known as the cooperation and the understanding established between therapist and patient. The therapeutic alliance is difficult to be achieved in schizophrenia. The proper medicine prescribed and provided can be an ally to reduce symptoms and enable the person to realize what happens and the importance of the involvement in this process. Despite obstacles, the professionals must recognize this fragility, accept the individual, a carrier of mental disorder, and seek alternatives to improve the link, in order to treat the individual as well as possible (CARDOSO; GALERA, 2009; SADOCK; SADOCK, 2007) .
Expectations for the future from the discovery of the disease Take control of life means also to wait for a better future. For this purpose, is fundamental that schizophrenia patient can find the necessary support in this difficult phase of discoveries and coexistence with the disease. This conception must be present in the practices of daily life of health professionals in relation to the mental disorder patients, professionals whose tasks, together with family, are to value and enhance the efforts of schizophrenia patients, as well as their achievements and assist them during recurrences or when their efforts have not the expected results. Encouraging them to try and persist, respecting the limits set by the mental disorder.
Considering that in schizophrenia, a progressive deterioration can occur both in the mental functions and in the interpersonal relationships, it becomes very difficult to wait for a better future, once the conception of future is built from the perception of what we are and from the experiences, which may lead to many uncertainties and inquietudes of what is expected (DIATKINE et al., 1993; MAURITZ; MEIJEL, 2009; NOEISEUX; RICARD, 2008 Additionally to the motivation for a better future, it is primordial that the professional does not forget the inevitable difficulties attached to schizophrenia, providing appropriate support for the individual to confront the reality through the clarification of the limitations and the joint construction of coping mechanisms.
Margarida, during the interview showed the will of studying higher education and Rosa the will of writing a book with the purpose of helping people with the same disorder. Due to the cognitive losses attached to disease these activities become more difficult for schizophrenia patients. However, this issue is something to be worked out by the professionals, so that the difficulties can be confronted respecting the motivations, limitations, internal resources available and the time of each patient (DURÃO et al., 2007; MAURITZ; MEIJEL, 2009; MONTEIRO; LOUZÃ, 2007 Although it may be hard to write a book, this motivation in schizophrenia patients is interesting, because through the willingness to help others, it is sought to explain the disease and its consequences starting from their own experiences. Both the helper and the helped are benefited, because the report of the experiences and suggestions contributes for the others to find new perspectives to face their reality; at the same time that the individual who reports the lived experience is revealed as someone different and can report it in a coherent way, which raise the individual's self-esteem (COELHO; HOLLANDA, 2002).
Conclusion
Through this study it was possible to identify in schizophrenia patients the difficulties and sufferings lived in the discovery and in the coexistence with the mental disorder.
Although the subjects of this study are patients for at least five years, the moment of the discovery was reported in a very lively way, which may have happened due to the way they were found in the interview, that is, confined to a psychiatric ward of a general hospital, in the same place where it was performed the diagnosis of many of them few years ago.
In the reports, we identified the difficulties, feelings, steps of acceptation process, difficulties to comprehend schizophrenia, the relief due to the discovery of diagnostic, and uncertainty in relation to future, despite some of them had quoted new perspectives.
Furthermore, it was identified the valorization concerning the follow-up conducted at CAPS, the recognition of side effects of the drugs, and the chronicity of disease, some reasons for non-adherence, and the importance of the therapeutic link influencing the whole process.
In this way, it becomes essential the role of health professionals, able to provide the support and the necessary incentive so that the schizophrenia patient can confront difficulties and limitations, in such a way that occur, in fact, the social reintegration, with guarantee of the citizenship rights.
